H&rizons

Interventions to Reduce
HIV/AIDS Stigma:

What Have We Learned?

Horizons Program
Tulane University




Interventions to Reduce HIV/AIDS Stigma:
What Have We Learned?

Lisanne Brown?, Lea Trujillo?, Kate Macintyre?

' Horizons Program/Tulane School of Public Health and Tropical Medicine, New Orleans, Louisiana
2 Tulane School of Public Health and Tropical Medicine, New Orleans, Louisiana



[ENiY]  This study was supported by the Horizons Program and Tulane University. Horizons is funded by
%% the U.S. Agency for International Development, under the terms of HRN-A-00-97-00012-00. The
- opinions expressed herein are those of the authors and do not necessarily reflect the views of the
‘WEJE?’  U.S. Agency for International Development.

Published in September 2001.

The Population Council is an international, nonprofit, nongovernmental
‘ '., Population Council - institution that seeks to improve the wellbeing and reproductive health of
current and future generations around the world and to help achieve a humane,
equitable, and sustainable balance between people and resources. The Council conducts biomedical, social
science, and public health research and helps build research capacities in developing countries. Established in
1952, the Council is governed by an international board of trustees. Its New York headquarters supports a
global network of regional and country offices.

Copyright © 2001 The Population Council Inc.



Table of Contents

Executive Summary
Introduction
Background
Methods

Results

Review of interventions to reduce AIDS stigma

Review of interventions to reduce stigma related to
diseases other than AIDS

Summary and Implications

Implications for interventions

Recommendations for future research
Bibliography
Tables

Table 1 Summary of HIV/AIDS stigma intervention studies
Table 2 Types of interventions

Table 3 Summary of non-HIV/AIDS stigma intervention studies

12

15

15
16

18

23

23
30
31



Interventions to Reduce HIV/AIDS Stigma

Executive Summary

Stigma is a common human reaction to disease. Throughout history many diseases have carried
considerable stigma, including leprosy, tuberculosis, cancer, mental illness, and many STDs.
HIV/AIDS is only the latest disease to be stigmatized.

This paper reviews 21 interventions that have explicitly attempted to decrease AIDS stigma both in
the developed and developing countries and 9 studies that aim to decrease stigma related with other
diseases. The studies selected met stringent evaluation criteria in order to draw common lessons for
future development of interventions to combat stigma. This paper assesses published and reported
studies through comparison of audiences, types of interventions, and methods used to measure
change.

Target audiences include both those living with or suspected of living with a disease and
perpetrators of stigma. All interventions reviewed target subgroups within these broad categories.
Types of programs include: general information-based programs, contact with affected groups,
coping skills acquisition, and counseling approaches. A limited number of scales and indices were
used as indicators of change in AIDS stigma.

Key Results

e While it may be unrealistic to think that we can eliminate stigma altogether, the studies
reviewed here show that we can do something about stigma and that it can be reduced through
a variety of intervention strategies including information, counseling, coping skills acquisition,
and contact.

e Among studies with a control or comparison group that received the standard of care—
information only—adding another intervention strategy such as counseling or coping skills
acquisition was effective in changing attitudes and behaviors. While the added interventions as
a whole reduced stigma when compared to control or comparison groups, those studies that
tested several different modes of the same strategy (e.g., different approaches to providing
information or coping skills acquisition) generally found no differences between intervention
groups.

e Many of the interventions tried in developing countries were community-based, compared to
most of the interventions in the United States, which were aimed at individuals (students or the
assumed “at-risk” subgroups). This may partly be a reflection of the types of strategies tested,
but this preference given to community-based approaches in developing countries may reflect
an understanding that stigma must be dealt with at both a collective and individual level. In
many parts of sub-Saharan Africa, where many of the studies reviewed took place, everyone is
at risk.

e The majority of interventions that took place in developing countries were not evaluated
rigorously. Cross-sectional data, non-probability, and small convenience samples were often
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used to try to measure change in attitudes or beliefs. It is generally not possible to tell from the
studies how stigma is being measured. Two studies use a stigma-scale to measure the concept
of “tolerance” toward an HIV-positive person. Several other studies assessed tolerance through
hypothetical situations such as willingness to sit beside/eat with/share utensils with a person
living with HIV/AIDS (PLHA).

o Finally, few studies assessed sustained changes in stigma-related attitudes and behaviors over
time. Most post-intervention tests were conducted immediately after the intervention, and none
of the studies looked at the possible long-term impact of the interventions.

Recommendations for Future Research

This review identifies the following gaps in our knowledge of how to reduce stigma:

o First, relatively few interventions to reduce AIDS stigma have been conducted (or at least
rigorously evaluated, documented, and published) in developing countries. Many more
interventions need to be tested. If future research is to benefit and learn from past interventions,
the results of these studies need to be widely disseminated.

e Second, not all types of interventions have been tested in all settings or populations. For
example, inducing empathy for PLHA through direct contact has proven successful in reducing
stigma and increasing positive attitudes in the United States However, we do not know much
about how well this approach works in developing countries. Consider, for example, how many
PLHA there are living in many communities in Africa, and yet stigma remains despite their
presence.

e The authors were surprised to find only two examples of national level effects (and only one in
India that was truly a national campaign) to combat stigma. We expected to find more studies
on the effect of mass media campaigns on stigma, but if they do exist, they have not been
documented in the published literature.

e This review tells us that stigma can be reduced, at least in the short term and on a small scale.
But we need programs that scale up efforts to combat stigma. We need evidence of
comprehensive programs that use multiple channels and target entire communities including
health workers and PLHA. In such comprehensive programs, once stigma has been reduced,
does it remain at a low level? Another gap appears to be the few interventions targeting the
young.

¢ Finally, the increased access to drugs within the context of developing countries may have
important effects on stigma and must be documented. In effect “What drives stigma” is an
especially important and complex question given the rapidly changing and dynamic situation
that surrounds the epidemic.
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Introduction

Stigma and discrimination relating to HIV/AIDS (AIDS stigma) undermines public health efforts
to combat the epidemic (Malcolm et al. 1998; UNAIDS 2000a, 2000b?). AIDS stigma negatively
affects preventive behaviors such as condom use, HIV test-seeking behavior, care-seeking behavior
upon diagnosis, quality of care given to HIV-positive patients, and perception and treatment of
PLHA by communities, families, and partners (Gerbert et al. 1991; Herek 1990; Herek and Glunt
1988). One of the most surprising elements of AIDS stigma is its ubiquitous nature even where the
epidemic is widespread and affecting so many people, such as in sub-Saharan Africa. Therefore, as
many in the HIV/AIDS community note, decreasing AIDS stigma is a vital step in stemming the
epidemic (Cameron 2000; Goldin 1994; Malcolm et al. 1998; UNAIDS 2000b). Given this
situation, it is critical that interventions that effectively reduce AIDS stigma be identified and
implemented.

The objectives of this paper are to describe those interventions aimed at decreasing AIDS stigma,
summarize common characteristics and audiences, and identify which aspects of these
interventions have proven successful. In addition, we summarize lessons learned from designing,
testing, implementing, measuring, and evaluating programs to reduce AIDS stigma. We have
intentionally maintained a global perspective, though the majority of the studies reviewed in this
paper are stigma-reduction initiatives in the United States. But with 90 percent of the burden of
disease in poor, less developed nations the imperative of international public health must be to
search for, test, and implement strategies that reduce stigma in these countries.

Stigma is often mentioned together with discrimination, but in this paper we focus on stigma as a
separate phenomenon to merit separate interventions. We do recognize, however, that the two
concepts are related and often interdependent.
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Background

The HIV/AIDS pandemic has evoked a wide range of reactions from individuals, communities, and
even nations, from sympathy and caring to silence, denial, fear, anger, and even violence. Stigma is
an important factor in the type and magnitude of the reactions to this epidemic (Malcolm et al.
1998). We know much less about the level and reasons for silence and denial than we know about
violent, hostile, or isolationist reactions. Physical harm of PLHA has been documented in the
United States (North and Rothenberg 1993; Rothenberg and Paskey 1995; Sowell et al. 1999;
Zierler et al. 2000) and in numerous reports from developing countries (Ogunyombo 1999).
Probably one of the most publicized events occurred in a Durban township in 1998, when Gugu
Dlamini, an AIDS activist, was killed by members of her community for openly disclosing her HIV
status. While this is not an isolated event, it highlights the potential consequences of AIDS stigma,
and points to the collective and communal as well as the individual level of involvement necessary
to reduce stigma.

Goffman (1963) defines stigma as an undesirable or discrediting attribute that an individual
possesses, thus reducing that individual’s status in the eyes of society. Stigma can result from a
particular characteristic, such as a physical deformity, or it can stem from negative attitudes toward
the behavior of a group, such as homosexuals or prostitutes. Under Goffman’s definition,
stigmatization is the societal labeling of an individual or group as different or deviant. Others have
defined stigma as social processes that are linked to societal power structures (Link 2001; Parker
2001).

Several authors divide stigma into felt or perceived stigma and enacted stigma. (Jacoby 1994;
Malcolm et al. 1998; Scrambler 1998; Scrambler and Hopkins 1986). Felt stigma refers to real or
imagined fear of societal attitudes and potential discrimination arising from a particular undesirable
attribute, disease (such as HIV), or association with a particular group. For example, an individual
may deny his/her risk of HIV, refuse to use condoms, or refuse to disclose HIV status for fear of
the possible negative reactions of family, friends, and community. Enacted stigma, on the other
hand, refers to the real experience of discrimination. For example, the disclosure of an individual's
HIV-positive status could lead to loss of a job, health benefits, or social ostracism. Felt stigma can
be seen as a survival strategy to limit the occurrence of enacted stigma, such as when people
someone deny their risk of infection or fails to disclose HIV status in order to avoid being
ostracized.

Individuals who hold negative attitudes or who enact stigmatizing or discriminatory behavior have
been referred to by some as the perpetrators of stigma and discrimination, whereas PLHA and
those affected or associated with HIV are the targets (Herek and Capitanio 1998).

Stigmatization is a dynamic process that arises from the perception that there has been a violation
of a set of shared attitudes, beliefs, and values. These can lead to prejudicial thoughts, behaviors,
and/or actions on the part of governments, communities, employers, health care providers, co-
workers, friends, and families (Cameron 1993; Jayaraman 1998; Zierler et al. 2000). Sources of
stigma include fear of illness, fear of contagion, and fear of death. Fear of illness and fear of
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contagion is a common reaction among health workers, co-workers, and caregivers, as well as the
general population. Stigma is one means of coping with the fear that contact with a member of an
affected group (e.g. by caring for or sharing utensils with a PLHA) will result in contracting the
disease (Meisenhelder and La Charite 1989).

Literature on care-giving shows that fear of contagion and fear of death have clear negative effects
on health care workers' attitudes toward and treatment of PLHA (Gerbert et al. 1991; Kelly et al.
1987; Weinberger et al. 1992). These attitudes range from mild disdain, through outright refusal to
treat, to outright abuse of PLHA. But it is important to recognize that stigma affects health workers
themselves. A recent discussion on a global AIDS stigma listserv included the following
comments:

“Health workers are expected to know, feel and act in certain ways. But who has prepared
them for this HIV/AIDS? Many health workers have the same information the man on the
street has. .... The disease is fatal! Who is not afraid of death? Health workers are in it day
in day out. They have not been targeted for any special education program that is relevant
to their situation. Knowledge and skills yes, that they have, it is part of many training
programs. But what about preparing them to come to terms with their fears and anxieties
about their own sexuality and mortality, their prejudices?” Florence Mhonie, Kenya
(http://www.hdnet.org/home2.htm; stigma-aids: health care provider — 17)

HIV-stigma is often layered on top of many other stigmas associated with such specific groups as
homosexuals and prostitutes and such behaviors as injecting drug use and casual sex. These layers
of stigma have unfortunately helped to extend and deepen the AIDS stigma to many who are
infected with or affected by the disease (Herek 1993; Rushing 1995; Sontag 1990).

Consequences of stigma can be viewed along a continuum from mild reactions (e.g., silence and
denial), to ostracism and ultimately violence. Research has shown that AIDS stigma can have a
variety of negative effects on HIV test-seeking behavior, willingness to disclose HIV status, health
care-seeking behavior, quality of health care received, and social support solicited and received
(Boyd et al. 1999; King 1989; Malcolm et al. 1998; Raveis, Seigel, and Gorey 1998; Sowell et al.
1997).

Silence and denial may be the most pervasive reactions to stigma, as signified by the title of last
year’s International AIDS Conference: Breaking the Silence. For some individuals, not knowing
one’s HIV serostatus is far preferable to being tested (Cameron 2000). The fear is that the lack of
confidentiality, which is highly likely in many settings, forces disclosure and that individuals can
then face prejudice, discrimination, the loss of a job, strains on or the breakup of relationships,
social ostracism, or violence. (Kayawe, Kelly, and Baggaley 1998; Macintyre, Brown, and Sosler
2001). All of this prevails when there is little treatment available for the majority of HIV-positive
individuals in developing countries. As one commentator on the situation in Zimbabwe said
recently, “Why should I go and get tested when I know for a fact I won't be able to get the
necessary treatment?” Joshua Chigodora, Zimbabwe (http://www.hdnet.org’/home2.htm; stigma-
aids: Definition and Context — 19)
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The way in which individuals discover and disclose their HIV status to others, as well as how they
cope with their HIV status, is influenced by cultural and community beliefs and values regarding
causes of illness, learned patterns of response to illness, social and economic contexts, and social
norms (Mechanic 1995). Even when individuals suspect they are HIV-positive, they may not seek a
test or treatment if it means going to a known AIDS clinic or a community doctor (Muyinda et al.
1997).

Although social support organizations for PLHA exist in both developed and developing countries,
these organizations only help those infected or affected by HIV cope with stigma. Those affected
by AIDS stigma are not only those individuals with or perceived as having HIV/AIDS, but include
families, friends, and groups who work with the PLHA or those affected. There are few
interventions that address the larger social causes of stigma.
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Methods

Researchers conducted a search of published and unpublished literature (e.g., conference
presentations) to identify interventions that attempted to reduce AIDS stigma. They identified over
100 citations through key word searches using several databases including AIDSLINE, MEDLINE,
SOCIOFILE, PSYCHINFO, and POPLINE. In the search, researchers included key words:
HIV/AIDS, prejudice, stereotyping, stigma, intervention, reduction, health education, behavior
change, and attitude change. The team conducted a subsequent search using combinations of these
terms. They grouped each intervention identified through the searches according to study design.
Researchers conducted a second search through the references of all the articles identified in the
first wave.

The criteria for inclusion in the review were: (1) the study evaluated an intervention that included
some component to reduce stigma of AIDS or other diseases, and (2) the study design was a
randomized experiment or quasi-experimental with at least a post-intervention test. Using these
criteria, researchers identified 21 intervention studies that attempted to reduce AIDS stigma. Of the
21 selected studies, the team could review 11 closely because they had been published in peer-
reviewed journals.

The remainder of the selected studies are abstracts presented primarily at international AIDS
conferences. Researchers included the latter group in the review only after they made attempts to
contact the authors to obtain reports or papers and to check databases to see if any papers had been
published. Unfortunately these efforts were unsuccessful. Since all of the abstracts are from
developing countries or involved subgroups from developing countries, and helped illustrate the
range of different methods used to reduce stigma, the researchers decided to retain them for review.
The researchers identified these abstracts throughout the paper. They identified an additional nine
intervention studies that attempted to reduce stigma related to other diseases and reviewed them
also.
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Results

Review of Interventions to Reduce AIDS Stigma

The 21 studies that aimed to reduce AIDS stigma are reviewed on the following characteristics:
. Who was the target audience or population?

Where did the study and intervention take place?

What was the intervention?

How effective was the intervention?

How was the intervention evaluated (study design and methodology?).

It should be noted that the interventions presented in this review were not all aimed exclusively at
reducing AIDS stigma, but involved many other components as well (i.e., increasing awareness and
knowledge, promoting behavior change, and so forth). This review focuses on the stigma
component within these more comprehensive interventions. Table 1 summarizes the results of the
21 studies.

Target populations

The studies are divided almost equally between developed and developing countries. Ten of the
studies took place in developed countries: eight in the United States, one in Scotland, and one in
Canada. Most of the developing country studies took place in eastern Africa. Not surprisingly, five
took place in Uganda, a country that confronted the HIV/AIDS epidemic and the stigma associated
with it early on. Two studies took place in Tanzania and one in Zimbabwe. Jamaican, Indian and
Ethiopian immigrant communities in Israel were the sites for the remaining studies.

The majority of studies aimed to increase tolerance of PLHA among different segments or proxies
of the general population. However, the target group, setting, and scale of these studies varied
tremendously. Five of the U.S.-based studies and the Canadian study tested various strategies to
increase empathy and altruism and reduce anxiety/fear of PLHA among small samples of
psychology, physical therapy, and nursing undergraduate students (the majority of them volunteers)
(Batson et al. 1997; Bean et al. 1989; Held 1992; Wyness, Goldston, and Trussler 1996). Another
US-based study sought to improve attitudes toward PLHA among poor black women applying for
certification in the Women, Infants, and Children (WIC) program in Augusta, Georgia (Ashworth
etal. 1994).

Study researchers used community-based approaches that aimed to improve attitudes toward PLHA
in Uganda (Mwandha and Were 1998) and among Ethiopian immigrants in Israel (Soskolne et al.
1993). The Zimbabwe study targeted commercial farmers and their employers (Kerry and Margie
1996) for a stigma reduction program. The Simpson study targeted pregnant women in Edinburgh,
Scotland. Two studies promoted accepting attitudes among youth: primary school children in two
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regions of Tanzania, and youth in Jamaica (Hue and Kauffman 1998; Klepp et al. 1997). Finally,
two studies targeted national samples through mass media to increase acceptance of PLHA, one in
the U nited States and the second in India (Herek and Capitanio 1997; Venkataraman et al. 1996).

Two studies, one in Uganda and one in New York, aimed to help those at risk or infected by the
disease cope with stigma. In Kampala, Uganda HIV-positive clients of The AIDS Support
Organization (TASO) received counseling services to help them cope with the disease (Kaleeba et
al. 1997). A study among at-risk asymptomatic adults recruited for HIV testing in New York City
aimed to examine the effectiveness of psycho-educational interventions in reducing emotional
distress after HIV testing (Perry et al. 1991).

Four studies targeted a combination of at-risk, infected, and/or general population groups in
Uganda and Tanzania, both high HIV prevalence countries. Three of the studies conducted in
Uganda target entire communities, including those who are HIV-positive. These studies aimed to
decrease PLHA isolation and increase community cohesion. (Kiguli 1996; Kikonyogo et al. 1996;
Nansubuga, Aneko and Kirega 1996). The Tanzania study targeted house-girls thought to be at
high risk and their employers in Dar es Salaam, Tanzania (Mwambu 1998).

Types of interventions

The interventions tested in the 21 studies are grouped into 4 categories (see Table 2): information-
based approaches, coping skills acquisition, counseling approaches, and contact with affected
groups. While several of the intervention strategies could be classified into several categories (e.g.,
media campaigns can be applied in all four categories) and can be applied to several target groups,
for purposes of this review the researchers classified each intervention strategy into a single
category. Some of the intervention strategies, such as coping skills acquisition, were often, but not
exclusively, used with one audience: PLHA.

Multi-intervention or multi-channel approaches were common, based on the premise that the
greater the number of channels the greater the effect. Other studies tested different strengths or
modes of the same intervention strategy (e.g., different levels of intensity of providing information
in order to test a dose-response effect). Generally in a multi-intervention study, the first group
receives information or a combination of the standard of care (i.e., the standard post-HIV test
counseling) plus the new information/educational component that is being tested. The next
intervention group builds on the first by adding another type of intervention or, more usually, a
deeper layer of information, with the aim of creating synergistic effects. Comparisons are then
made between control and intervention groups and across interventions groups.

Information-based approaches are used in nearly all the interventions and therefore a range of
target groups (often in combination with another strategy) and are generally didactic. The
information can be delivered by advertisement, or through leaflets, information packs, or
presentation in a class or lecture. The information presented often includes a factual description of
the disease, transmission mode, and methods of risk reduction.
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Four studies tested information-based approaches alone, one each in the United States, Jamaica,
Tanzania, and Israel. (Ashworth et al. 1994; Hue and Kauffman 1998; Mwambu 1998; Soskolne et
al. 1993). Overall these studies found positive effects (i.e., increased tolerance of PLHA) in
comparison to control groups, if there was one. However, where more than one approach was
tested there was no difference between intervention groups. For example, Ashworth et al. (1994)
tested the provision of the same information in two different formats, a 15-minute videotape on
AIDS and a standardized presentation of AIDS facts given by a black nurse educator, among poor
black American women. This study found that compared to the control group, both experimental
groups had a higher tolerance toward PLHA at both the immediate posttest and at the two-month
follow-up, although no differential treatment effects were observed. In Jamaica and Israel,
significant increases in positive attitudes toward PLHA were achieved through the provision of
information provided through peer education, lectures, pamphlets, or workshops.

Five studies combined information-based approaches with counseling (Kaleeba et al. 1997; Kerry
and Margie 1996; Kikonyogo et al. 1996; Nansubuga, Aneko and Kirega 1996; Simpson et al.
1998), a strategy used to provide praise and social support for positive attitudes, behavior change,
or maintenance of safe behaviors. An example of this approach is a support group for PLHA, in
which individuals receive personal support for resolving issues or situations with spouses, families,
communities, and so forth, in a safe environment. All five information and counseling studies
targeted their interventions at PLHA and those potentially at risk. Two studies focused on HIV
testing, one to improve uptake of the HIV test among antenatal women in a Scottish hospital
(Simpson et al. 1998) and the other to reduce emotional distress after having the HIV test (Perry et
al. 1991). The latter used the counseling sessions for behavioral reinforcement and to teach coping
skills acquisition. The interventions in both of these studies reduced anxiety and distress in the
experimental groups as compared to controls, but there were no differential treatment effects across
experimental groups. The interventions tested in the three remaining studies—two in Uganda and
one in Zimbabwe—increased disclosure among PLHA and improved community attitudes
compared with a baseline measure, although there were no control groups.

Interventions that attempted to teach potential perpetrators skills for diffusing conflicting situations
were applied at the individual or small group level, because more instruction was required than a
standard presentation of facts. The five studies conducted among small groups of psychology and
other students tested these types of approaches. Master imagery and group desensitization are
examples of coping skill acquisition techniques. In master imagery an individual is presented with
a hypothetical situation where they have contact with a PLHA and is taught appropriate coping
skills for resolving the situation. Group desensitization teaches relaxation training first, and then
progressively exposes the individual or group to a number of situations in which there is exposure
to PLHA, utilizing the newly learned relaxation techniques to decrease tension in a hypothetical
situation.

Two studies used a combination of information and coping skill acquisition to increase positive
attitudes toward PLHA among members of the general community. A study among primary school
children in Tanzania used role-play and small group discussions in addition to factual information,
with the hope that improving their knowledge, attitudes, and practices would have beneficial
effects on the surrounding communities (Klepp et al. 1997). Using a randomized community trial,

10



Interventions to Reduce HIV/AIDS Stigma

local teachers and health workers implemented a two- to three-month program consisting of AIDS-
related information, small group discussions about risk reduction, and student-created posters
depicting perceptions of HIV risk factors. Attitudes toward PLHA among the school children at the
12-month follow-up significantly improved. The second study used information/coping skills
acquisition strategy tested techniques to resolve negative feelings among physical therapy students
in New York and increased their willingness to treat PLHA (Held 1992).

Contact with infected or affected groups was used alone or in combination with other approaches in
seven studies (Batson et al. 1997; Bean 1989; Herek and Capitanio 1997; Mwandha and Were
1998; Venkataraman et al. 1996; Wyness, Goldstone, and Trussler 1996). Contact creates an
environment in which the general population can interact with the stigmatized group, either directly
or vicariously (e.g., through the media). The theory is that a more personal relationship with a
PLHA, either through face-to-face conversations or hearing a testimonial from infected or affected
individuals, will demystify and dispel misinformation and generate empathy, which in turn reduces
stigma and prejudice (Allport 1954; Brewer and Miller 1984).

The Herek and Capitanio (1997) study was a natural intervention that looked at the effects of
Earvin "Magic" Johnson's disclosure of his HIV status to the public three weeks before the second
wave of a national telephone survey took place. Among those respondents who reported being
strongly influenced by Johnson's disclosure, avoidance of PLHA scores were lower at wave II.
However, these same individuals were also found to have had very high avoidance scores and
strong support for coercive policies of PLHA at wave 1. This means that they originally had highly
stigmatizing scores and subsequently had the most room for improvement. Individuals who had
low avoidance scores at wave I did not reduce their avoidance scores at wave II. Support for
coercive policies for PLHA and attitudes of blame toward specific groups for spreading the disease
remained unchanged at wave II.

Study methodologies

Nine studies used a randomized experimental design with either a control or a comparison group
(Ashworth et al. 1994; Batson et al. 1997; Bean et al. 1989; Held 1992; Klepp et al. 1997; Perry et
al. 1991; Simpson et al. 1998). Three of these studies attempted to measure long-term change, with
posttests at 2 months, 12 months, and 3 months (Ashworth et al. 1994; Klepp et al. 1997; Perry et
al. 1991). The Bean et al. (1989) interventions utilized a randomized one-way, two-way, and three-
way fixed effects design, and the Batson et al. (1997) study was a randomized 2x2x2 factorial
design.

Two studies used a pre-posttest design with no control group (Herek and Capitanio 1997; Hue and
Kauffman 1998). The Magic Johnson intervention was part of a two-wave panel study conducted
using telephone surveys. Researchers selected the participants in the first wave via random digit
dialing, and then re-interviewed them for wave II (71percent follow-up rate). Five studies used
posttest only designs with varying quantitative and qualitative techniques. Kaleeba et al. (1997)
conducted semi-structured interviews, focus groups, key informant interviews, and case studies to
evaluate their intervention among a convenience sample of clients.

11
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Review of Interventions to Reduce Stigma Related to Diseases Other
Than AIDS

Given the limited evidence on interventions to combat AIDS stigma, the authors thought it would
be instructive to review the effectiveness of interventions to address stigma related to other
diseases. Nine studies were identified that aim to reduce stigma related to diseases other than
AIDS. They are reviewed on the same characteristics as the AIDS stigma studies: who was the
target audience or population, where did the study and intervention take place, what was the
intervention, how effective was the intervention, and how was it evaluated (study design and
methodology). Table 3 summarizes the results of the nine studies.

Target population

Despite searching for studies that tested interventions for a wide variety of diseases, eight of the
nine non-HIV/AIDS intervention studies identified focused on reducing stigma of mental illness in
developed countries (five in the United States, two in Great Britain, and one in Scotland). The ninth
study addressed leprosy related stigma in Tanzania. All but one study sought to increase tolerance
toward those with the disease and to encourage treatment seeking among different segments of the
general population. Four of these studies were conducted among small groups of high school,
medical, and psychology students (Esters et al. 1998; Keane 1990; Penn et al. 1994; Shera and
Delva-Tauiliili 1996); two were community-based (Brunton 1997; Wolff et al. 1996). Paykel, Hart,
and Priest (1998) evaluated a national campaign to reduce the stigma of mental illness and
encourage treatment seeking in Great Britain. Van den Broek et al. (1998) assessed the
effectiveness of a district level leprosy health education campaign in Tanzania among children, the
general public, medical staff and community leaders. Only one study tested the effectiveness of
coping skills to reduce stigma among those with mental illness (Link, Mirokznik, and Cullen
1997).

Types of interventions

The interventions tested are grouped into the same four categories as the AIDS stigma
interventions (see Table 2): information-based approaches, coping skills acquisition, counseling
approaches, and contact with affected groups.

The five studies that tested information based interventions (Esters, Cooker, and Ittenback 1998;
Keane 1990; Paykel, Hart, and Priest 1998; Penn et al. 1994; Van den Broek et al. 1998) all found
positive effects. Esters et al. (1998) tested the effectiveness of a three-day health class in a rural
U.S. high school on perceptions of mental illness and attitudes toward seeking help for mental
health problems. Students who took the class had a more positive attitude toward seeking
professional help for mental health problems, and their ideas about mental health improved (e.g.,

12
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who is susceptible, causation, desire for social restriction, threat to society). A second posttest at
three months showed that the improvements were sustained. While Keane (1990) found that U.S.
medical students who completed an eight-week clerkship in clinical psychology showed increased
benevolence toward the mentally ill, the intervention did not reduce negative stereotyping of the
mentally ill.

Penn et al. (1994) found that presenting the detailed symptomatology of schizophrenia results in
higher stigmatization compared to the label of schizophrenia without the details. However, those
subjects who had no previous contact with a mentally ill person were more likely to consider the
mentally ill dangerous, and desired greater social distance from them.

Paykel, Hart, and Priest (1998) evaluated Great Britain's five-year Defeat Depression Campaign
that aimed to improve attitudes toward the mentally ill through newspaper, magazine, radio,
television, and other media advertisements to educate the public about depression and treatment for
depression. Two posttests, conducted at three and five years, showed improvement in attitude
toward treatment (i.e., that treatment is effective), and more people reported a willingness to
consult their general practitioner or a health professional about depression.

Three of the studies used either contact alone or in addition to information, with mixed results
(Brunton 1997; Shera and Delva-Tauiliili 1996; Wolff et al. 1996). Both Brunton (1997) and Wolff
et al. (1996) evaluated the effects of mental health centers and houses for the mentally ill on the
communities’ attitudes toward the mentally ill. While members of the communities showed
increased tolerance for the mentally ill, there was an increase in the percentage of people who
thought that the mentally ill needed to be treated in a hospital.

Link, Mirokznik, and Cullen (1997) evaluated a one—year program for men with a dual diagnosis
of substance abuse and mental illness that used information, coping skills acquisition, and
counseling techniques. This was the only intervention that attempted to reduce perceptions of
stigma among affected individuals, rather than reducing stigma foward affected persons. The
treatment program provided information, coping skills acquisition training, and counseling.
Although improvements were found in psychiatric symptoms, no changes in perceptions of stigma
were observed.

Study methodologies

All nine interventions were tested with quasi-experimental study designs. Seven of the studies used
pre- and posttests (Keane 1990; Link, Mirokznik, and Cullen 1997; Paykel, Hart, and Priest 1998;
Brunton 1997; Esters, Cooker, and Ittenback 1998; Shera and Delva-Tauiliili 1996; Wolff et al.
1996), and two used posttest only (Penn et al. 1994; Van den Broek et al. 1998. Brunton (1997),
Esters, Cooker, and Ittenback (1998), Shera and Delva-Tauiliili (1996), and Van den Broek et al.
(1998) included a comparison or control group. Only the Penn et al. (1994) intervention study
randomly selected subjects into intervention groups and did not use a control group.
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Overall these studies show that while it is possible to improve tolerance toward those with mental
illness and leprosy, combating the multiple layers or dimensions of stigma is a challenge. For
example, while community members showed more compassion toward those with mental illness
after an intervention, they still thought they needed to be hospitalized. Addressing the complexity
of stigma will be important in designing AIDS stigma interventions.
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Summary and Implications

As mentioned above, stigma is a common human reaction to disease. Throughout history many
diseases have carried considerable stigma. The list includes leprosy, tuberculosis, cancer, mental
illness, and many STDs. HIV/AIDS is only the latest disease to be stigmatized. Reduction in
stigma for some of the infectious diseases can probably be traced to the availability of drugs that
have cured, masked, or delayed the onset of final illness or at least treated the worst symptoms of
the diseases (Macintyre and Macdonald 2000). Therefore it will be highly instructive to observe the
impact of the collection of protease inhibitors on AIDS stigma in multiple settings and cultural
contexts.

This review of interventions has helped demonstrate both strengths and weaknesses in the area of
interventions that may reduce stigma. However, given the magnitude of this pandemic one could
hardly claim that the area of stigma reduction is well studied. This section discusses some of the
lessons we can draw in terms of content and methodology, and it outlines gaps for future research.

Implications for Interventions

e First, while it may be unrealistic to think that we can eliminate stigma altogether, the studies
reviewed here show that we can do something about stigma and that it can be reduced through
a variety of intervention strategies (including information, counseling, coping skills
acquisition, and contact). However, this review is biased toward positive results, and toward
programs and researchers that have documented their work. No studies reporting negative
results were found. Therefore, we do not know anything about what does not work. While this
may be due to publishing bias, another plausible answer is that all programs may have an effect
on stigma, although it could be positive or negative.

e Among studies with a control or comparison group that received information alone (basic
intervention), adding another intervention strategy such as counseling or coping skill
acquisition (experimental arm[s]) was effective in changing attitudes and behaviors. However,
as is common in much health communication research, many of the studies tested several
different modes of the same strategy (e.g., different approaches to providing information or
coping skill acquisition). In general these studies found no differences between intervention
groups. For example, in Simpson et al. (1998) the authors used different depths of information
and presented it in varying lengths of time to test whether in-depth information or more time
taken in presentation had a stronger or weaker effect on acceptance of HIV testing by antenatal
women. Although all the intervention groups in this study had higher acceptance rates than the
controls, no intervention group was found to have significantly greater acceptance rates than
the others, and this lack of difference between groups was echoed in other studies.

e Many of the interventions tried in developing countries were community-based, compared to
most of the interventions in the United States, which were aimed at individuals (students or the
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assumed at-risk subgroups). This may be partly a reflection of the types of strategies tested, but
this preference given to community-based approaches in developing countries may reflect an
understanding that stigma must be dealt with at both a collective and individual level. In many
parts of sub-Saharan Africa, where many of the studies reviewed took place, everyone is at
risk.

o The majority of interventions that took place in developing countries were not evaluated
rigorously. Cross-sectional data, non-probability, and small convenience samples were often
used to try to measure change in attitudes or beliefs. Several different qualitative methods were
employed, such as focus groups and in-depth interviews, which are excellent for providing
detailed information about what individuals thought and felt about a program, but their results
cannot be generalized to other populations, nor is it possible to measure program impact at a
population level with these methods. A very small number of the studies tell how stigma was
measured. In two studies, use of a stigma scale provided measures of the concept of tolerance
toward an HIV-positive person, but other studies reported tolerance levels such as willingness
to sit beside/eat with/share utensils with a PLHA.

e Finally, few studies assessed sustained changes in attitudes and behaviors over time. Most
post-intervention tests were conducted immediately after the intervention, and none of the
studies appear to have looked at the possible long-term impact of the interventions.

Recommendations for Future Research

e In terms of gaps in our knowledge of how to reduce stigma, this review can begin to point in a
few directions. First, relatively few interventions to reduce AIDS stigma have been conducted
(or at least rigorously evaluated, documented, and published) in developing countries. Many
more interventions need to be tried. If future research is to benefit and learn from past
interventions, the results of these studies need to be widely disseminated.

e Second, not all types of interventions have been tested in all settings or populations. For
example, inducing empathy for PLHA through direct contact has proven successful in reducing
stigma and increasing positive attitudes in the United States. However, we do not know much
about how well this approach works in developing countries. Consider, for example, how many
PLHA there are living in many communities in Africa, and yet stigma remains despite their
presence.

e The authors were surprised to find only two examples of national level effects (and only one in
India that was truly a national campaign) to combat stigma. They expected to find more studies
on the effect of mass media campaign on stigma, but if the studies do exist, they have not been
documented in the published literature.

o This review tells us that almost everything appears to work, at least in the short term and on a
small scale. But we need experiments and programs that scale up efforts to combat stigma. We
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need evidence of multi-channel, comprehensive programs, targeting whole communities, not
only health workers or PLHA, whose lives are centered within complex worlds in their own
communities and whose reaction to the stigma of AIDS will be influenced by the community’s
norms. In such comprehensive programs, once stigma has been reduced, does it remain at a low
level? In effect “What drives stigma” is an especially important and complex question given
the rapidly changing and dynamic situation that surrounds the epidemic. Another gap appears
to be the few interventions targeting the young. Finally, as mentioned above, the increased
access to drugs in the developing country contexts may have important effects on stigma and
must be documented.

To conclude, the ubiquity of stigma and its persistence even in areas where HIV prevalence is high
makes it an extraordinarily important yet difficult area of research. One would expect stigma to
decrease with increased visibility of HIV, but this is not the case in much of sub-Saharan Africa.
Given the fact that AIDS stigma introduces enormous barriers to public health programs—from the
denial and silence, to problems associated with disclosure, health seeking behavior, and to the
communal violence and breakdown of communication that ended Gugu Dlamini’s life—it behooves
the international public health community to begin to use more creativity in designing AIDS stigma
interventions and to implement them on a significant scale.
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Table 1 Summary of HIV/AIDS stigma interventions

Author/Date

Sample Objective of Study Intervention/Measures Design/Analysis Results

Ashworth et al., 1994 | To improve attitudes Information: Randomized Both experimental groups showed
of Women, Infants, Videotape on AIDS (about experimental design higher tolerance for PLHA as

U.S./ Georgia and Children (WIC) 15 minutes); black nurse with control and two compared to controls at first

WIC Mothers (95% mothers toward educator individually experimental groups; posttest, these effects did not differ

black) PLHA. presented AIDS information. | pre- and posttest, and across treatments. At second

n=217 Measured by belief that second posttest at two | posttest all three groups the same.

PLHA should be isolated. months.
Batson et al., 1997 To assess effect of Contact: Randomized-block 2 x | Empathy scores higher in high-

empathy on attitudes

Mock pilot radio broadcast

2 x 2 factorial design,

empathy group than in low; higher

U.S./Kansas toward PLHA testimonial of female PLHA | pre-/posttest (12 per empathy for victim-not-responsible
Young women in generally and a young | with different acquisitions of | group). than for victim-responsible but both
introductory woman with AIDS HIV (blood transfusion and significant. Inducing empathy for a
psychology course specifically. sexual behavior). Measured member of a stigmatized group
n=96 empathic feelings (tested (young woman with AIDS) can
high versus low empathy) for improve attitudes toward group as a
the PLHA and attitudes whole.
toward PLHA.
Bean et al., 1989 To reduce AIDS Coping skill acquisition: Randomized one-way | The three levels of imagery reduced

U.S.

Psychology
students/volunteers
n=>58

anxiety/fear and
improve altruism.

Experimenter-guided

imagery, three variations

tested

- Mater imagery.

- Empathy instruction.

- Implosion (coping skills
for anxiety).

fixed effects design
with one control and
three experimental
groups. Posttest.

AIDS anxiety and increased
altruism as compared to control, but
no differential effects between
treatment groups.

* Only abstracts available
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Author/Date

Sample Objective of Study Intervention/Measures Design/Analysis Results

Bean et al., 1989 To reduce AIDS Coping skill acquisition: Randomized three- Improvisational group reported

anxiety/fear and Improvisational vs. way fixed-effects more positive attitude toward

U.S. improve attitude controlled role play. experimental design PLHA, higher scores on granting

Psychology toward PLHA. with one control, two rights to PLHA. Intervention did not

students/volunteers experimental groups, reduce measured fear.

n=1>53 one stratified by Experimenters with same sex
subject gender, the subjects had stronger role play
other stratified by effects than with the opposite sex.
subject and
experimenter gender .

Bean et al., 1989 To reduce AIDS Information, counseling, Randomized two-way | All treatment groups had higher

anxiety/fear and contact: Combinations of fixed effects knowledge scores and lower anxiety
U.S. improve attitude AIDS/unsafe behavior facts, | experimental design scores as compared to control
Psychology toward PLHA. social contact, case studies, stratified by gender. group. The group that had brief
students/volunteers AIDS psychology, factual One control and five desensitization showed lower score
n=192 presentation with brief group | treatment groups. for social restriction of PLHA.
desensitization
Held, 1992 To reduce AIDS fear, | Information,counseling, Randomized Increased HIV/AIDS knowledge,
increase health coping skill acquisition: Four | experimental design, increase in positive attitudes toward
US workers' willingness to | hour educational unit: factual | one control, one PLHA, increase in willingness to
Physical therapy treat. information, resolving experimental group. treat PLHA.
students negative feelings. Posttest at one week.

Convenience sample
n=103

* Only abstracts available
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Author/Date

Sample Objective of Study Intervention/Measures Design/Analysis Results

Herek et al., 1997 To measure Contact (vicarious and Two-wave national Intent to avoid PLHA decreased for
stigmatizing attitudes | direct): telephone interviews respondents who reported high level

U.S. of the general US Earvin "Magic" Johnson"s using random-digit of influence from Johnson's

General population
nl =538, n2 =382,
Intervention n = 40
oversample of Blacks
nl =607, n2 =420

population. Through
‘natural’ intervention
also assessed
reduction of AIDS
stigma among general
US population.

disclosure of having HIV as
intervention. Measured by
self-report impact on
attitudes. Also measured
stigma change for
respondents who reported
direct contact with a PLHA
between Wave [ and Wave I
(n=40).

dialing. Earvin
Johnson's disclosure
took place three weeks
before Wave II.

disclosure (p <.05). This group also
had high avoidance scores at outset.
Direct contact with PLHA was
associated (but not significant) with
less support for coercive AIDS
policies, less blame for, and less
avoidance of, PLHA.

Hue et al., 1998*

Jamaica
Youth
n=320

To improve attitudes
toward PLHA among
youth by encouraging
compassion and
acceptance of PLHA.

Information: Peer education
and workshop: pre-workshop
assignments, street interviews
to examine fears, one-on-one
conversations with PLHA,
and concerts. Measured by
willingness to sit next to, eat
with, visit and reduce
isolation.

Pre/post-questionnaire,
focus groups, and
direct observation.

Significant increase (p < .001) in
positive attitudes toward PLHA on
all three willingness measures, and
reduced percent wanting isolation
for PLHA.

Kaleeba et al., 1997

Uganda
Clients of (TASO)
n=232

To improve life of
PLHA through
promotion of
disclosure and
acceptance by family
and community.

Information, counseling:
One-on-one counseling
approach. This is an
evaluation of an on-going
PLHA support organization.

Convenience sample;
semi-structured
interviews, focus
groups, 24 key
informant interviews,
case studies of clients.

90% reported revealing serostatus to
someone. Family support 79%,
community acceptance 76%, HIV
knowledge 98%, condom use 33%,
and abstinence 45%.

Kerry et al., 1996*

Zimbabwe/ Harare
Commercial farmers
and employees,
communities

n not known

To implement a cost-
effective AIDS
awareness and stigma
reduction program
among commercial
farmers and
employees.

Information, peer education:
Work-based peer education
using individual
communication, group
meetings and workshops.
IEC consisted of videos,
drama, AIDS literature, and
free condoms.

No details provided.

Reports a decline in stigma as
evidenced by more open discussion.
Also high levels of AIDS
awareness, higher acceptance of
condoms, and movement toward
self-help and home care.

* Only abstracts available
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Author/Date
Sample Objective of Study Intervention/Measures Design/Analysis Results
Kiguli, 1996 To improve Coping skill acquisition, No details provided. Reports stigma dying away, people

community attitudes

counseling: Community

are changing their sexual behavior

Uganda/Kampala about HIV and care planning and evaluation and how to negotiate safer sex.
(TASO) for PLHA and those system. Through local
Community affected by HIV; leaders an assessment of the
n not known promote shared effect of AIDS. Test of

confidentiality. shared confidentiality,

improved home care.

Kikonyogo et al., To decrease PLHA Information, counseling: Implies a one-year Reports change in community
1996* isolation and increase | THECA group was started to | follow up or measure knowledge, attitudes and practices,

community cohesion be community educators for | of some sort but higher trust and attendance at clinic,
Uganda/Kampala through use traditional | AIDS knowledge, attitudes details not provided. condom demand is up, PLHA
Community healers as community | and practices. Community getting better family care and report

n not known

educators for AIDS
(THECA).

education and counseling,
targeting youth and women.

safer sex.

Klepp et al., 1997

Tanzania/ 2 districts
Primary school
children

n=2814

To test effect of
education program
that aims to reduce
children’s risk of HIV
infection and to
improve their
tolerance of and care
for PLHA.

Information, coping skill
acquisition: Provided factual
information, students created
posters, wrote/performed
songs/poetry, small group
discussions, performed plays,
and role play.

Randomized
controlled community
trial with baseline,
intervention, and 12-
month follow-up.

Average score on attitudes toward
PLHA scale significantly improved
in the intervention group as
compared to the control group.

Mwambu, 1998%*

Tanzania
Housegirls, other
members of these
household
(employers)
n=2,500

To improve AIDS
awareness and
behavior change skills
among housegirls and
employers.

Information, coping skill
acquisition: Educational
videos, posters, leaflets,
newsletters, and condoms.
Peer education for groups.
All in addition to usual
services provided by center.

No information
provided.

Increase in HIV/STDs knowledge
(98%), reported desire to change
behavior (75%), empowered to
negotiate safer sex, partner
notification, counseling, and
voluntary screening (50%). Increase
in people coming to center for
services and becoming clients.
Shyness and stigma minimized.

* Only abstracts available
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Author/Date

Sample Objective of Study Intervention/Measures Design/Analysis Results

Mwandha et al., To assess the impact Information, contact: PLHA | No information Wide spread AIDS awareness,

1998* of peer education to testimonies, music, dance, provided. behavior change, reduction in
improve acceptance of | and dramas, backed by a stigma and discrimination of PLHA,

Uganda PLHA in communities | counselor and medical better coping for PLHA, change in

Community served by | through TASO. practitioner. Sensitised community attitude toward TASO,
TASO communities with: pre- and more PLHA organizations
n not known contemplation, safer sex, formed.
demystifying false beliefs,
positive living, assessed
communities' attitudes
toward PLHA.
Nansubuga et al., To promote Contact, counseling: Self No information Reports that communities have
1996* acceptance of PLHA help community intervention | provided. developed a positive attitude toward
in the community to bring PLHA together for PLHA. Reduced social distance
Uganda/Gulu through shared support, education for between PLHA and community.
Community confidentiality. communities, and upholding
n not known To improve psycho- PLHA morale. No
social care through measurement details
informal networking. provided.
Perry et al., 1991 To examine the Information, counseling: Randomized Seronegative subjects' distress level

U.S.

Asymptomatic at-risk
adults testing for HIV
n =307

effectiveness of
psychoeducational
interventions in
reducing emotional
distress after HIV
testing.

Standard post-HIV test
counseling, a three session
interactive video, or 6 one-
hour stress prevention
programs (SPT).

longitudinal design, no
control, and three
experimental groups.
Pretest before HIV
testing and posttest at
three months.

decreased for all groups. No
differential treatment effects.
Seropositive subjects in SPT group
had reduced distress as compared to
other two groups. Distress levels did
not increase for other two groups.

* Only abstracts available
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Author/Date

Sample Objective of Study Intervention/Measures Design/Analysis Results
Simpson et al., 1998 To assess uptake and Information, counseling: Randomized Uptake rates for control was 6%,
acceptability of HIV Four combinations of controlled trial, one intervention was 35%. All

Scotland/Edinburgh
Pregnant women
n=3,024

testing among prenatal
women offered the
test.

leaflets, duration of
discussion, and midwives
who discussed HIV in
different depths of detail. All
women in experimental
groups offered HIV test. The
all blood test pamphlet aimed
to normalize HIV. Anxiety
scale used to assess stigma.

control, four
experimental groups,
only posttest.

intervention groups had
significantly higher rates as
compared to control group. Effects,
including satisfaction and anxiety,
did not differ by type of
intervention.

Soskolne et al., 1993*

Israel

Adult immigrants,
PLHA, community
n =300

To encourage positive
attitudes toward HIV-
positive persons,
increase knowledge,
and promote safe
behaviors among
Ethiopian immigrants
in Israel.

Information: Thirty
community members trained
to act both as health
educators and cultural
mediators, lectures with
posters, audio cassettes and
leaflets with positive
messages stressed. Used
questionnaire, but no
measurement details
provided.

Randomly selected
sample for three-
month post-education
test.

Those who attended the educational
sessions given by the 30 trained
community members had less
misperceptions, better knowledge of
modes of prevention, and more
positive attitudes toward PLHA and
toward condom use.

Venkataraman et al.,
1996*

India
National, community
n not known

To improve attitudes
toward PLHA in India
through TV
documentary of a
PLHA’s life.

Information, contact
(vicarious): Mass media IEC
campaign to foster
acceptance of PLHA and to
normalize HIV; a PLHA’s
life was turned into a 28-
minute documentary video
and telecast on National TV,
volunteers and general public
from various communities
participated.

Focus groups
conducted to test
efficacy of
intervention as a
means of reducing
isolation. No other
design information
provided.

Focus groups report that this media
effort increases acceptance and
decreases stigma. Volunteers more
willing to work in AIDS field,
CBOs and NGOs willing to work
with PLHA and use docu-dramas,
policy makers sensitized.

* Only abstracts available
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Author/Date
Sample

Objective of Study

Intervention/Measures

Design/Analysis

Results

Wyness et al., 1990*

Canada
Nursing students
n not known

To improve future
health care personnel’s
attitudes toward
PLHA.

Information, contact, coping
skill acquisition: An
HIV/AIDS elective class for
undergraduate students
taught by health professionals
involved in HIV/AIDS
prevention and care and
PLHA.

Focus groups done at
end of course and
telephone interviews
at six months.

Students reexamined their attitudes,
stigmas, and fears about PLHA
when taught by HIV/AIDS health
professionals and PLHA. Small
group teaching, in a climate that
promotes reflection and sharing of
thoughts and feeling, is essential

* Only abstracts available
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Table 2 Types of interventions

Type Information-based Coping skill Counseling Contact with
approaches acquisition approaches affected groups
Definition | Information- or fact- Learning a coping Providing support Interaction between
based written and/or behavior. for positive affected groups and
verbal communication. behavior. general public.
Examples -Information packet or  -Role play -One-on-one -Live testimonials
leaflet -Master imagery counseling -Interaction with
-Classroom-type -Reframing and -Support groups PLHA
factual presentation relaxing techniques -Visualization of
-Media advertisements  -Group being a PLHA
-Peer education desensitization
-Guided group -Scripting
discussions

* Only abstracts available
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Table 3 Summary of non-HIV/AIDS stigma interventions

Author/Date Objectives of Intervention/Measures Design/Analysis Results

Sample Study

Brunton, 1997 Reducing stigma Information, contact: Houses directly surrounding Conflicting results: both
toward mental Opening a community mental | MHB surveyed via mail-return control and comparison

Scotland illness through health base (MHB) in the questionnaires (31% response groups had lower feelings

Community increased contact. center of a town. 13 stigma- rate), prior to opening, then at of embarrassment by

n=>250 related questions. post-6 months. Comparison mentally ill people post-

survey of comparable town
nearby without MHB for both
surveys.

opening. Substantial
increase in both control
and comparison agreeing
with the statement "all
mentally ill people should
be treated in a hospital."

Esters et al.,
1998

U.S.

Adolescents in high
school

n=40

Changing
conceptions of
mental illness and
attitudes about
seeking help.

Information:

Three days of education:
video, supplemental
information with sources of
local help, descriptions of
different types of helpers, and
reality of associated stigma.
Opinions about Mental
Illness Questionnaire, and
Fischer-Turner Pro-Con
Attitude Scale.

Non-randomized with one
intervention, one control; pre-
and posttest; first posttest on
last day of treatment second
posttest 12 weeks later.

Students’ attitudes more
favorable toward seeking
professional help for
mental problems. Students’
ideas about mental illness
became more like those of
mental health
professionals.
Improvements did not
decrease at second posttest.
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Author/Date Objectives of Intervention/Measures Design/Analysis Results

Sample Study

Keane, 1990 Beliefs about Information: Pretest and posttest were Posttest scores were higher
mental illness An eight-week academic and | Opinion About Mental Illness for increasing funding and

U.S. among medical clinical course in psychiatry. | questionnaire and Derogatis' improving care for severely

Medical students
n=46

students

Symptom Checklist.

mentally ill. More disagreed
with needing a high fence
and guards for mental
institutions. Higher scores
for believing that mental
illness arose from
interpersonal experiences.
More disagreed with
mentally ill as more likely
to commit crimes than
others. Stigma ratings did
not change significantly.

Link et al.,
1997

U.S.

Men with dual
diagnoses of mental
illness and substance
abuse

n=284

Perceptions of
stigma and the
association between
stigma and
depressive
symptoms.

Information, coping skill
acquisition, counseling:

A one-year treatment
program for substance abuse.
Measured whether stigma
had enduring effects on
feelings of wellbeing.

Pre- and posttest conducted for
a one-year treatment program
for substance abuse.

No change in perceptions of
stigma, coping orientations,
or in recall of rejection
experiences during the
treatment year. No decrease
in association between
stigma and depression after
treatment: even though
there was marked
improvement in psychiatric
symptoms, no perceived
stigma and rejections were
unchanged.
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Author/Date Objectives of Study | Intervention/Measures Design/Analysis Results

Sample

Paykel et al., Reduce stigma of Information: Pre- and two posttests (at three | Attitude toward treatment
1998 mental illness and Newspaper, magazine, radio, | and five years) using face to improved (i.e., treatment is

Great Britain
General population
n ~ 2000 for each
survey

encourage
treatment-seeking.

TV and other media used to
educate public about
depression and treatment
thereof.

face interview questionnaires.
This was a 5-year national
campaign therefore no control

group.

effective); more people
would consult general
practitioner (GP) doctor or
health professional. If
depressed, attitude about
depression being a medical
condition improved.
"Anyone can suffer
depression" question was
always very high.

Penn et al.,
1994

U.S.

University
psychology students
n=329

Reduce stigma of
schizophrenia.

Information:

Series of read vignettes
portraying depression, and
combination of labeling of
schizophrenia (label),
symptom presentation
(symptom), and post-
hospitalization home care-
taking (aftercare).
Measurement scales
consisted of: social distance,
dangerousness to others,
affective reaction, and skill
assessment.

Students randomly selected
into one of the six vignettes
and groups of 15-20 were
tested at a time. Posttest
administered and students
were debriefed. Data stratified
by subjects having had
previous contact with mentally
ill person.

Greater negative affective
reactions found for label
with symptom and for
symptom alone than for
depression. Higher life skills
associated with label alone
than for depression, label
with symptom, or symptom
alone. No differences by
vignette type found in
stigma rating for those
subjects who reported
previous contact with a
mentally ill person. No
social distance or
dangerousness differences
were found for any vignette.
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Author/Date Objectives of Study | Intervention/Measures Design/Analysis Results

Sample

Shera et al., 1996 Improving MSW Information, contact: Non-randomized, 1 control (n | Intervention groups had a
students' attitudes Students enrolled in mental = 13) and 2 interventions (n = | more positive attitude

U.S. toward the severely | health concentration. 30 22 and 28). Authors wrote toward severely mentally ill,

Masters in Social mentally ill (MI). minute video, structured their own 14 item survey mostly attributable to the

Work (MSW) interviews with a MI person, | instrument for pre- and interview contact.

students and one class about posttest (done at 4 weeks

n=>53 subjective experience of MI. | post).

Van den Broek et
al., 1998

Rufiji District,
Tanzania

Children n = 1,120,
general public n =
534, medical staff n
=96, community
leaders n =47

Reduce stigma of
Leprosy through
health education
campaign.

Information:

Seven-year intensive health
education campaign.
Evaluated using a semi-
structured questionnaire.
Stigma measured by five
hypothetical questions (e.g.,
would you shake hands with
someone with Leprosy.

Quasi-experimental case-
control, stratified by
urban/rural. Urban areas
purposively sampled, rural
areas randomly selected.
Posttest of seven-year
intensive health education
campaign. Control was a
neighboring district.

School children: higher
willingness to play with and
share food with leprosy
victim; no differences in
mention of stigmatizing way
of contracting leprosy.
General public: less mention
of stigmatizing way of
contracting leprosy. Medical
staff: higher willingness to
shake hands with leprosy
victim, but no other
differences.
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Author/Date Objectives of Study | Intervention/Measures Design/Analysis Results

Sample

Wolff et al., Improve attitudes Information, contact: Quasi-experimental, with Decrease in intervention

1996 toward mentally ill Community education pretest of neighbors' attitudes | group's fear and exclusion
campaign: didactic toward MI conducted in two based on contact with

Great Britain component (info sheet and communities before opening patients. Increased reported

Community video); social component of supported houses for acceptance of MI.

n not known (social events and social mentally ill. Posttest: attitude | Intervention group more

overtures from staff); and
mixed component (formal
reception & informal
discussion sessions).

survey repeated in both areas
and patient contact with
neighbors was recorded.

likely to make contact with
staff and patients on all
levels (casual to
friendships). No change in
feeling need for social
control of MI. No change in
goodwill toward MI.
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